Background
==========

Care and support for people living with HIV (PLHIV) is an issue of great importance for quality of life, treatment success and HIV prevention. Evidence suggests that access to care and support is associated with psychological well-being \[[@B1]-[@B3]\], reduced HIV risk behaviour \[[@B4]-[@B6]\], HIV status disclosure \[[@B7],[@B8]\], use of health services \[[@B6],[@B9]\], and antiretroviral treatment (ARV) outcomes \[[@B10]\] among PLHIV. Family support has a positive effect on medical and treatment decisions, and with family relations, hope, and the person's attitude towards life in general \[[@B11]\]. There is a wide range of family support projects for PLHIV including financial assistance, support in the disclosure process, daily routine activities, medical assistance, and psychological support \[[@B11]\]. Social support can be divided into emotional support which nurtures a sense of belonging and personal worth; informational support which increases awareness and knowledge; and instrumental support, which is practical assistance with daily living \[[@B12]\].

Stigma is a significant barrier to HIV prevention, treatment, care and support for PLHIV, and efforts to reduce it seem limited \[[@B13]\]. Stigmatisation, as a 'process of devaluation' of people either living with or associated with HIV/AIDS, is expressed through discrimination of various forms and at different levels including family, community, institutional, and national levels \[[@B14]\]. Stigma can be perceived or felt, and it can be enacted. Where stigma refers to actual discrimination it is enacted, stigma referring to the fear of such discrimination is felt \[[@B15]\]. HIV-related stigma and discrimination may occur on family, community, institutional, and national levels, and may be experienced as social isolation, physical violence, verbal harassment and political discrimination \[[@B14],[@B16]\]. Stigma is associated with drug use, decreased HIV disclosure to sex partners, social network members that may decrease condom use in HIV discordant couples, and non-adherence to HIV treatment \[[@B17]\]. HIV-related stigma presents an obstacle to getting tested for HIV, obtaining optimal HIV care, and engaging in safe sex practices \[[@B18]\]. HIV-related stigma and discrimination are believed to be widespread in Viet Nam \[[@B19],[@B20]\].

The HIV epidemic in Viet Nam is concentrated primarily among injecting drug users (IDUs), female sex workers (FSWs), and men who have sex with men (MSM) \[[@B21],[@B22]\]. From the early years of the HIV epidemic, the government has promoted a counselling and care programme; the QTC (Quản lý-Tư vấn-Chăm sóc or Management-Counselling-Care) \[[@B23]\], which aims to provide post-test counselling and care services to people tested HIV-positive. A comprehensive home visiting programme has been instituted. Register information about HIV-positive individuals is disseminated through the vertical healthcare system, from the provincial level to the district and then to the communal health centre. A local healthcare worker in charge of the HIV programme at a communal health centre will then visit each person at home to provide counselling and referral services. Mass organizations such as the Viet Nam Women's Union (VWU), the Viet Nam Youth Union (VYU), and the Viet Nam Red Cross (VRC) are other important agencies providing care, support and home visits to PLHIV. So far, the government has not offered any training programmes or financial support to family or community caregivers. There are examples, however, of international non-governmental organizations (NGOs) having offered financial and technical support for implementing services \[[@B23]\]. A National Action Plan on HIV/AIDS Care and Treatment was approved in 2006 and remains operational \[[@B24]\]. The government's commitment to increasing access to treatment is reflected in a substantial increase in the annual domestic budget for ARV. Despite this significant increase, donors still constitute a major source of funding for treatment \[[@B23]\].

The present study was conducted in Hai Phong city, located in the economic developmental triangle of Quang Ninh-Hai Phong-Ha Noi. This triangle was the centre of the HIV epidemic among IDUs in the North. The prevalence of HIV among IDUs in this area exploded in the late 1990s and seems to have peaked around 2001--2002, with 75% of IDUs being HIV-positive in Quang Ninh in 2002, 72% in Hai Phong in 2001 and 31% in Ha Noi in 2004. Later observations indicated a decreasing trend, but HIV prevalence among IDUs in these provinces remains very high. The HIV prevalence among antenatal women in Quang Ninh has exceeded 1% \[[@B25]\].

In response to the serious HIV epidemic in the area, the local authorities in Hai Phong with support from the central government and various international donors have developed intervention programmes e.g. peer education and self-help groups, and care and treatment programmes. The peer education programmes are based on outreach activities that include individual counselling, condom promotion, distribution of needles and syringes and distribution of educational pamphlets and brochures. The self-help groups aim to reduce stigma and discrimination, and improve the quality of life of PLHIV, as well as to raise their self-esteem. The care and treatment programmes provide anti-retroviral therapy, treatment for opportunistic infections (OIs), and other related services, including medical provider training and capacity building for PLHIV. Despite these staunch efforts, under utilisation of services remains a big problem among PLHIV \[[@B26]\].

Drug use and sex work is illegal in Viet Nam. Because HIV transmission is concentrated in the two groups of IDUs and FSW , PLHIV are often described and treated as "social evils" by the society at large resulting in strong scare tactics in prevention \[[@B27],[@B28]\]. However, it is likely that preventive campaigns that play on fear may be promoting counter-productive behaviour that hampers HIV prevention and utilisation of essential services. This paper aims to explore how PLHIV perceive and experience stigma and discrimination and how this affects their health seeking behaviour and utilisation of HIV treatment, care and support.

Methods
=======

In order to look for diversity in perspectives and experiences related to stigma, health seeking and utilisation of HIV prevention, treatment, care and support among PLHIV, a qualitative design was deemed appropriate. In-depth interviews and focus group discussions were undertaken among PLHIV to explore individual and group experiences and perceptions.

Study population and sampling methods
-------------------------------------

The study was conducted in Hai Phong in the North of Viet Nam between August and September 2007. The city is known to harbour a large number of IDU and PLHIV. The participants were selected from 3 urban districts (Hong bang, Ngo quyen, and Le chan) -- those with a relatively high HIV prevalence among IDUs \[[@B29]\] - and from 3 suburban districts (An duong, An lao and Thuy nguyen) selected randomly among the remaining districts in Hai Phong.

In Vietnam, all HIV reactive samples are sent to either the provincial HIV confirmatory laboratories or the regional reference laboratories for confirmation. This data forms the basis for identifying and registering all HIV-positive persons. The test results were to be kept confidential and shared only with participating healthcare professionals and the HIV infected person. Local health workers and peer educators among PLHIV identified through local health workers and PLHIV self-help groups were engaged in recruiting participants. A local health worker and a peer educator in each district were used as 'seeds'. Participants were first approached and selected based on the registry by the seeds. Some participants were on the list but the team did not have the relationship to make contact and approach them. In these cases "snowball" referrals were employed to recruit the participants. To be included in the study, participants had to be over 15 years old, HIV-positive and live in the study area. To ensure a wide range of information, efforts were made to balance the numbers by their gender, age and education levels.

Data collection
---------------

An interview guide for the in-depth interviews and a topic guide for the focus group discussions were developed. The main points discussed in both the in-depth interviews and focus groups were: the perception of the causes of stigma, the expressions and forms of stigma, and the effects of stigma and discrimination on PLHIV. All focus group discussions and interviews were conducted in Vietnamese. The first author conducted 15 in-depth interviews. All interviews focused on individual perceptions and experiences, and were conducted in private places that facilitated dialogue and were not too noisy for tape-recording. Three focus group discussions were conducted at a private location convenient for the participants. There were 10 participants in each group. The peer educators and the first author acted as moderators, facilitated the discussion and kept it focused on issues related to stigma and discrimination. The focus group discussions were organised separately for women and men. The discussions revolved around the norms, perceptions and experiences of stigma, and were used to pursue issues that had been raised in the in-depth interviews. All in-depth interviews and focus group discussions lasted about 1.5 hours. They were tape-recorded and transcribed immediately after each session by the first author.

Forty-five study participants, 33 males and 12 females between 18--46 years of age, were included in the study. Their educational level was relatively high; one had completed college, 32 had completed secondary school or higher, and 12 had only completed primary school or less. Eleven were unemployed, 20 were married, and eight reported to be under ARV. Twenty-seven were IDUs and the others were non-IDU men and women.

Data management and analysis
----------------------------

To get familiar with the data, the first author read through the transcripts of the in-depth interviews and the focus group discussions several times. The interviews and FGDs were broken down into meaning units and coded. The codes were grouped in broad categories that were partly pre-defined and partly constructed on the basis of the data. These included: 1) perception of causes of stigma, 2) the expression and forms of stigma, 3) the effects of stigma and discrimination on health seeking behaviour, 4) the effect of stigma and discrimination on self-esteem, 5) the experience of care and support in the healthcare system, 6) the experience of care and support in the local community, and 7) the experience of care and support from family. A summary was made for each category, building on the common and recurrent responses as well as on conflicting viewpoints. The work was translated into English. The categories with summaries and coded meaning units were carefully reviewed by two authors. Three themes were identified, and illustrative quotations were selected. The themes identified included: 1) the public discourse on stigma and discrimination, 2) experiences of seeking and utilisation of healthcare services, and 3) experiences of interaction and support in everyday life. No computer programme was used in the analysis.

Ethical issues
--------------

The study was conducted with the understanding and consent of each participant, and was approved by the Institutional Review Board of the National Institute of Hygiene and Epidemiology, Hanoi. Informants were informed beforehand and consented to the use of tape recorder during interviews and discussion. They were informed about their right to withdraw at any time during the research and that the findings would be kept confidential. Informants volunteered to participate in the focus group discussions without the fear of HIV status disclosure. No personal identifiers were collected.

Results
=======

The following section explores how PLHIV talked about and made sense of the experiences of care and support as family and community members, and as HIV-positive citizens in contemporary Viet Nam. Their experiences tended to be framed in a language of stigma and discrimination on the one hand, and on care and support on the other. The representations of their experiences of support versus discrimination seemed to vary with relational and emotional distance.

Public discourse on 'stigma and discrimination'
-----------------------------------------------

At the core of the PLHIV's narratives of their experiences living with HIV was the concept of 'stigma and discrimination'. All informants interpreted their experience in terms of this concept either as a lived experience (enacted) or as an expectation (felt). Many expressed that a collective fear of HIV permeated all social interaction and that the fear of acquiring the virus through everyday contact with infected people was a major obstacle to their living a normal life.

### Negative images

Fear of the disease was stimulated and reinforced by the negative images used by the media, and in health campaigns and health education posters. With the aim of scaring people from engaging in risky behaviour, the information disseminated through the government system tended to nurture negative images of PLHIV. The campaigns using posters with skeletons and messages like 'stay out of drug and prostitution -- the routes to AIDS', tended to place the responsibility and the blame on IDUs and FSWs for being the source of the virus and causing its spread. Many of the PLHIV thought of this approach as a major cause of stigma and discrimination because, as one informant commented: *"People get scared when they look at them \[the images\], (a 28-year-old woman, focus group discussion).* Despite the steadily increasing access to ARV as a life-extending drug, the idea that *"HIV/AIDS is not a curable disease, \[it\] is a death sentence"* voiced by a 38-year-old man in a focus group discussion, was widespread. The concept of a "death sentence" came out as important in the local discourse on HIV, and with its reference to punishment and death it nurtured the fear of the virus and those who were suspected to be infected. These were primarily drug users and sex workers.

### 'Social evils'

The strong link made between PLHIV and practices that are considered improper and immoral in mainstream Vietnamese society, like drug abuse and commercial sex, was seen to further sever the ties between the community at large and the individual PLHIV. In the anti-drug and anti-prostitution policy climate in Viet Nam, IDUs and FSWs were coined as 'social evils'; their behaviour was portrayed as abnormal, and a threat to the safety and health of the general population. The long standing 'social evil'-status of the IDUs and the FSWs hence was inevitably spread to PLHIV and the 2 marginal statuses came to reinforce one another.

As one of the male participants explained about the views of the population at large:

"Among PLHIV, women are often sex workers and have multiple sex partners, men are often drug users and have multiple sex partners. They are abnormal people." (A 46-year-old man, focus group discussion)

But the marginal status of the IDUs and FSWs transferred to PLHIV was not only connected to 'abnormal sexual practices'. In line with the prejudiced images of IDUs and FSW, PLHIV were also associated with bodily and moral decay; with dirt, dishonesty and ultimately with crime:

"In the general public opinion, HIV infection is due to drug addiction. Drug users often steal things. They are often homeless and look dirty. Thus, PLHIV are stigmatised." (A 27-year-old man, in-depth interview)

The close connection between drug addiction and HIV nurtured a social evil approach to the problem. The basic idea of HIV as a disease of morally marginal people was reflected in the experience of unmet needs and in the interaction with healthcare workers, community members and work-mates.

Experiences of seeking and utilisation of healthcare services
-------------------------------------------------------------

### Perceived neglect

The perceived unmet needs for healthcare were partly explained in terms of stigma and discrimination by healthcare workers. Many reported experiences interpreted as expressions of HIV-related stigma and discrimination, such as unfriendly attitudes and neglect, as is illustrated in the quote below:

"Two months ago, I got fever and headache. I went to the district hospital. Healthcare workers knew that I am HIV-positive. They said that they did not treat patients like me. They did not ask me anything. Their attitude toward me was unfriendly. They did not make any examination. They gave me some medicines and asked me to go to the Tuberculosis hospital." (A 22-year-old man, in-depth interview)

This was seen as a common problem, not only causing suffering on the part of PLHIV, but also affecting their motivation to seek healthcare services.

### Fear and distrust

Some informants were very critical about the organisation of the HIV related healthcare services. In particular, assigning a separate room for PLHIV, as was common in the hospitals, was interpreted as discrimination. The seclusion of PLHIV achieved in this manner was experienced as exclusion, and was perceived as a way to protect the general public, the 'normal' population from exposure to 'non-normal' PLHIV. The frustration of being treated as different by other patients is indicated in the following quote:

"I was sick and went to hospital. They knew that I am HIV-positive and I was moved to a separate room." (A 18-year-old woman, in-depth interview)

Many informants reported that they avoided using healthcare services in fear of being stigmatised and discriminated against:

"My company has a regular health check up programme for employees. I always lie that my kid is sick when we have a check up schedule." (A 26-year-old woman, in-depth interview)

The trust in health personnel keeping confidentiality was limited in many respondents:

"I am reluctant to go to healthcare services because it may leak my HIV-positive status. This information leaking may affect my job and my children at school." (A 36-year-old man, in-depth interview)

Fear of HIV status disclosure in healthcare settings was seen to further hamper healthcare seeking and utilisation among PLHIV.

Experiences of interaction and support in everyday life
-------------------------------------------------------

### Exclusion at the workplace

Many PLHIV were concerned about limited job opportunities or the possibility that a disclosed HIV-positive status might lose them their jobs.

"I hide my HIV-positive status to non-family members. If people in my workplace know that I am HIV-positive perhaps I will have to stay at home. I can not stand the eyes of people looking at me like that. Maybe I will lose my job." (A 25-year-old woman, in-depth interview)

Many informants felt they were squeezed out from work because their work mates feared being infected:

"I want to go back to my previous job as a construction worker. But people at my workplace said that they fear getting HIV infection through an accident. I feel they did not want me to work here for that reason. They then told me that I should stay home because of my health status." (A 28-year-old man, in-depth interview)

There were also reports of verbal abuse, demonstrations of contempt and attempts at exclusion. Some work mates tended to exert pressure on the PLHIV to stay off work, indicating that work would be wasted on them since they would anyway soon die. One of the informants recalled the following utterance of a work-mate:

"You are about to die; why do you need to work?" (A 40-year-old man, in-depth interview)

The double status as HIV-positive and a drug addict was particularly discouraging in terms of seeking a job:

"I am both HIV-positive and a drug addict. Therefore, I do not dare to seek a job." (A 32-year-old man, in-depth interview)

Non-disclosure to non-family members was seen as important to prevent unwanted consequences such losing the job. PLHIV who were self-employed feared losing customers and hence ruining their business:

"I had a food-stand before, but people did not come to buy food at my food-stand. I had to close then." (A 28-year-old woman, in-depth interview)

Although many informants expected discrimination from their bosses at work and feared being sacked, few reported such a negative experience. On the contrary, some reported having been received with understanding and support:

"My HIV status is known only by the board of directors. They asked me if I have any demand or need such as working in another position that is suitable for my health status. I even receive special gifts for those with difficulties on some special occasions." (A 36-year-old man, in-depth interview)

### Fear of contagion and isolation in the community

In some cases neighbours were terrified of contagion and normal interaction became impossible. One informant said that neighbours feared being infected also by the dead body of an HIV-positive person:

"When my husband died, neighbours did not allow us to bury him as traditional custom. They asked us to burn him...They said he had definitely got AIDS" (A 42-year-old woman, in-depth interview.)

The experience of acceptance or exclusion in the community varied a great deal, but frequently the informants in the in depth interviews reported that they were isolated in the community where they lived:

"My neighbours do not approach close to me. They do not want to talk to me. They do not dare to stand next to me. There are a lot of kids in our neighbourhood. Before, the children often came to my house and played. Now, if they come to my house their parents ask them to go home." (A 22-year-old, man, in-depth interview)

The fear of contagion also spread to limit the social interaction of his or her family members as illustrated by the following quote:

"I disclosed my HIV-positive status to neighbours. People do not want my nephews and nieces to play with their children. People seem to think that HIV is something extremely dangerous. If you touch you will die immediately." (A 36-year-old man, focus group discussion)

Many told about loss of friends:

"I feel isolated by the society. Before, I had a lot of friends but they have left me over time." (A 30-year-old man, in-depth interview)

Others withdrew from all social life for fear of being rejected:

"I do not want to socialise any more. I do not want to visit my neighbours any more. I just stay around in my house." (A 28-year-old man, in-depth interview)

Depression and suicidal thoughts were common:

"I feel very sad and fed up. I do not want to contact anyone. Sometimes, I want to take my own life, but I think about my wife and kid." (A 32-year-old man, in-depth interview)

But there were also reports about care and support. Many reported being treated normally and even having received a lot of support, especially material support from community members:

"Some of my neighbours are very good and supportive. Some even give me money. The local authority is also supportive. I receive 10kg of rice per month and medicine every 6 months." (A 30-year-old man, in-depth interview)

### Care and support from family members

PLHIV received emotional support including affection, comforting, and encouragement from their family members. While the stories about interaction with people outside the family were predominantly framed in a language of 'stigma and discrimination', stories about interaction with family members were framed in a language of care and support. The findings indicated family acceptance after the initial shock and fear:

"In the beginning when I learned that I was HIV-positive, both my family and my wife's family were very scared and shouted at me a lot. But they turned to love and support soon afterward." (A 32-year-old man, in-depth interview)

Some even expressed that they received more care and support than before, and that this is vital to their spirit and hope for a future, as the following testimony illustrates:

"I think if the spirit goes down, the health will go down as well. My family give all their love to me. They even care about me more than before. They always comfort me to make me optimistic." (A 35-year-old man, focus group discussion)

As these examples illustrate, the perceptions and experiences of PLHIV of care and support and of stigma and discrimination seemed to vary primarily with emotional proximity and distance. While the Vietnamese society was perceived and experienced as extremely stigmatising and discriminating towards PLHIV, family members were predominantly experienced as supportive and loving after they got over the first shock following disclosure. Parents in particular were tolerant to their HIV-infected daughters or sons.

Discussion
==========

This study has documented how the double burden of stigma that PLHIV perceive actively prevents them from seeking and utilisation of necessary healthcare and support structures. Experience of discrimination in healthcare settings, at the workplace, and in the local community were commonly reported and appeared to be an important hindrance for PLHIV to seek and utilise HIV-related services.

The high stigma seemed to be rooted in government policies together with misconceptions in the population regarding transmission risk. The government policy based on the "social evil" perception is a case in point here, where the majority of HIV infected in Viet Nam, i.e. the injecting drug users and sex workers, is declared a social evil. Parker and Aggleton conceptualise stigma and discrimination as intimately linked to reproduction of social difference \[[@B30]\]. They argue that stigma feeds upon and reproduces existing inequalities of class, race, gender and sexuality. In this study, the HIV diagnoses came to reinforce the already marginal status of IDU and FSWs. The negative images used by the media and health education posters worked to stimulate and reinforce fear of the disease, nurture negative images of PLHIV, and place the responsibility and the blame on IDUs and FSWs for being the source of the virus and causing its spread. The data forming the basis for this study are from 2007, but the findings remain relevant. In the 2012 Global AIDS Response Progress Report, the government of Viet Nam states that the anti-drug and anti-prostitution policy, stigma and discrimination are major barriers to early HIV diagnosis, access, and adherence to care and treatment services \[[@B31]\].

The documentation that stigma and discrimination are associated with drug addiction and sex work, which are considered social evils, agrees with previous findings in Viet Nam \[[@B32]-[@B34]\]. Fear of the disease due to misconceptions about it being a death sentence was stimulated and reinforced by the negative images used by the media and in health education and worked to nurture the negative images of PLHIV. This suggests that efforts to disconnect HIV from the philosophy of social evil, along with proper HIV/AIDS education information provision through public health education programmes, could have a positive effect. The majority of PLHIV in this study were unemployed and has great need of financial support. There is evidence that drug maintenance treatment reduces heroine use, criminal behaviour and injection-related HIV risks \[[@B35]\]. Both harm reduction and comprehensive care and support programmes including employment and financial support are needed to reduce the very high HIV prevalence and criminality among IDUs, and improve the positive image of PLHIV in the general public.

Seeking and utilisation of healthcare services is not only related to distance, transport and cost, but also to the issue of discrimination. This study focused on the narratives of only PLHIV and has not established enacted stigma or discriminatory attitudes among health workers or discriminatory routines in the healthcare system. However, the common experience of being stigmatised and discriminated in healthcare settings accords with previous observations in Viet Nam \[[@B20],[@B32],[@B34]\], as well as in high-income countries, especially among HIV-positive drug users \[[@B36],[@B37]\]. As a result, stigma and discrimination become major barriers to health-seeking behaviour among PLHIV \[[@B32],[@B34]\].

Isolation from the community owing to perceived or enacted stigma and discrimination makes it difficult for care and support services to reach PLHIV. Our previous study reported that fear of rejection and loss of intimacy made disclosure difficult, and this was perceived as a major obstacle to the use of condoms among recently-diagnosed HIV-infected individuals \[[@B38]\].

In Vietnamese culture, it is expected that families stay close to help and support each other during difficult times, and this study showed that the family support was critical. This is consistent with studies in China and Africa that show that the family was the primary source of care and support, especially women \[[@B11],[@B39]\]. Studies in Thailand have indicated that the place in which adult PLHIV commonly pass the advanced stage of disease is their parents' home, and that the most usual caregivers are parents, particularly the mother, and spouses of married PLHIV \[[@B40],[@B41]\]. Given the impact of HIV on the family and the importance of family in prevention, care and support for PLHIV, HIV becomes a family illness. Therefore, there should be more focus on families with HIV, not just on individuals living with it \[[@B42]\].

The findings indicate the need for improvement of care and support programmes. A home- and community-based model in which care is provided by family members and community care-givers is a possible option. So far, the government has offered no training programmes or financial support to family or community caregivers. Some international non-government organizations have offered financial and technical support for implementing care and support activities, with comprehensive services including medical, psychological, social and financial support for PLHIV. Studies among HIV-positive mothers in Viet Nam suggest that establishing support and self-help groups can diminish the feeling of stigma and facilitate seeking and utilisation of essential and vital services \[[@B32],[@B43]\]. Implementation of the "Greater Involvement of People Living with HIV/AIDS" (GIPA) concept could thus reduce stigma and discrimination, and enable PLHIV to gain seeking and utilisation of care and support.

This study was conducted using the purposeful sampling method amongst only 45 men and women who were living with HIV in a well-established concentrated HIV epidemic and in which the responses to the HIV epidemic is quite comprehensive, including HIV/AIDS prevention. Moreover, Hai Phong is a very urban city, while many of the remaining 62 cities/provinces in the country are non-urban, mountainous, with isolated and limited investments in HIV/AIDS response. Hence, the findings from this study might not be transferable to all areas of the country. Furthermore, other community members, such as health care providers and family members of PLHIV, were not included, so the sources of information were limited. However, given the continuation of national anti-drug and anti-prostitution policy, we argue that the findings and recommendations are relevant in areas with high prevalence of HIV and injecting drug use.

Conclusions
===========

Stigma and discrimination continue to be major obstacles to seeking and utilising HIV essential services for PLHIV in Viet Nam. The findings underscore the importance of family members in care and support; they should be given central roles in HIV programming. A comprehensive care and support programme along with proper HIV/AIDS education information provision needs to be carefully developed. Drastic policy changes addressing the 'social evil' perception of IDUs, FSWs, and PLHIV are needed to improve the utilisation of HIV/AIDS essential services and to make HIV/AIDS intervention efforts effective.
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